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Abstract
Objective: To investigate the (1) the attitudes of occupational therapists regarding caregiver
training for the informal caregivers of people who experienced a stroke, (2) strategies for
assessment of caregivers, (3) content of caregiver training and education (CTE) sessions, and (4)
barriers and supports therapists experience in addressing the needs of caregivers.
Method: Responses to a novel survey by 73 registered occupational therapists (31% response
rate) who treated adult clients with stroke in the past year were compiled. Descriptive statistics
were calculated to analyze the attitudes and practices of the respondents. Chi-square crosstabulations were utilized in data analysis.
Results: Top needs respondents reported caregivers claiming included lack of experience in care
skills for ADL tasks and feeling overwhelmed. The type of need most typically addressed by
respondents was the lack of experience in care skills for ADL tasks (95%). More consistency of
responses was found for therapists considering clients with physical deficits compared to
responses when considering clients with cognitive deficits. Barriers impeding provision at CTE
were a perceived lack of attendance at CTE sessions by the caregiver, a lack of motivation in the
caregiver, time limitations, and perceived conflicts within the family. Enthusiasm by caregivers,
referral to additional OT services, and interdisciplinary collaboration were reported as supports
to the provision of CTE.
Conclusion: The attitude and practices of the sampled occupational therapists moderately mirror
recommended practices, but gaps in services remain. Attempts to overcome these gaps include
referrals to additional occupational therapy services and utilization of interdisciplinary team
members.
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Each year, approximately 795,000 people in the U.S. sustain a stroke and it is ranked as a
leading cause of long-term, serious disability (American Heart Association, 2009). The physical,
cognitive, and psychosocial deficits brought about often require a large amount of care to enable
the person to function in daily life. In recent years, the aging population and changes in the
healthcare system, such as shorter hospital stays, insurance reimbursement policies, and
expansion of home care technology, have transferred the majority of supportive care services to
family caregivers (Family Caregiver Alliance, 2006). Family, or informal, caregivers are unpaid
persons providing assistance to family or friends who need help with activities of daily living
(Health and Human Services, 1998). According to a 2004 study by the National Alliance for
Caregiving and AARP, approximately 44 million Americans serve as family caregivers (p. 19).
It is estimated that the number of family caregivers will increase by 85% from 2000 to 2050
(Department of Health and Human Services and Assistant Secretary for Planning and Evaluation,
2003).
Caregiving can be a rewarding and meaningful experience that is motivated by the
intimacy of the relationship prior to stroke, feelings of obligation, culture, values, and a sense of
attachment (Feeney & Collins, 2003; Lopez, Lopez-Arrieta, & Crespo, 2005). Caregiving,
however, is an occupation that can encompass 24 hours a day, 7 days a week, with no sick days,
no paycheck, and no praise (Greven, 2007). Seventy-four percent of informal caregivers manage
work, family, and caregiving responsibilities simultaneously (National Alliance for Caregiving &
AARP, 2004). These challenges put caregivers at risk for experiencing caregiver burden.
Caregiver burden has been widely researched and is defined as “a multidimensional response to
physical, psychological, emotional, social, and financial stressors associated with the caregiving
experience” (Kasuya, Polgar-Bailey, & Takeuchi, 2000, p. 119). Many studies have found that
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caregiving is related to physical and psychosocial issues, such as depression, illness, and
decreased quality of life (Etters, Goodall, & Harrison, 2008; Pinquart & Sorensen, 2007; Schulz,
Boerner, Shear, Zhang, & Gitlin, 2006).
The sudden onset of stroke provides no time for preparation or adjustment to the change
in roles and may not leave family members a choice about becoming caregivers (Lopez et al.,
2005). In addition, there is a dearth of information conveyed to caregivers at the onset of stroke
and a lack of training of caregivers in care management by healthcare professionals, including
occupational therapists (Brereton & Nolan, 2000; Moghimi, 2007). There is an overall lack of
attention to the needs of caregivers and a failure to utilize their expertise, thus, “…reinforcing
feelings that they were „invisible‟ to healthcare professionals” (Brereton & Nolan, 2000, p. 504).
This gap in services is tied to reimbursement practices, time constraints, and traditional medical
models that focus only on the patient (Moghimi, 2007).
Occupational therapists must address the needs of caregivers because of caregiving‟s
association to burden, role as a meaningful activity, and potential to affect rehabilitation
outcomes of patients (Moghimi, 2007; O‟Mahoney, Rodgers, Thomson, Dobson, & James, 1997;
Smith, Forster, & Young, 2009). Poor health experienced by caregivers has been identified as
having potential negative effects on the care recipient due to difficulties in managing the
caregiving responsibilities (Pinquart & Sorensen, 2007). Intervention for caregivers is needed to
also reduce healthcare costs, due to the fact that the leading cause of long-term
institutionalization of stroke survivors is caregiver burden and stress (Han & Haley, 1999).
Caregiver training and education is critical for positive outcomes for stroke survivors and their
caregivers (Banford et al., 2001). Occupational therapists are also uniquely skilled at viewing all

Caregiver training

3

persons holistically and understanding the meaningful occupations of caregivers to support them
in their role (Coutinho, Hersch, & Davidson, 2006).
Background
Caregiver demographics. A study published in 2004 by the National Alliance for
Caregiving and AARP, found that the typical caregiver is a 46-year-old employed female who
provides more than 20 hours per week of unpaid care for her mother while residing in the same
household. While the number of male caregivers is substantial (39%), female caregivers provide
more hours of care and at a higher level of care. Women also report experiencing emotional
stress at a higher rate. Fifty-nine percent of caregivers work full or part-time and must make
adjustments to their work life, such as taking time off, arriving late, or leaving early. Older care
recipients are typically a mother, grandmother, and/or father; half of whom also receive financial
support from the caregivers. One-third of older caregivers also report providing care for 10 years
or more. Most caregivers report providing assistance with at least one activity of daily living
(ADL) and caregivers of stroke survivors are more likely to provide a higher level of care and
provide constant care. Those who provide care at this level are more likely to report fair or poor
health. However, only 18% obtain formal training. About 30% seek information from either the
Internet or the doctor. Ten percent seek information from other health professionals. They also
report a reduction in time spent with family and friends, and less time engaged in leisure
activities. While almost half of all caregivers use supportive services such as respite care,
support groups, or Meals on Wheels, about one-third of caregivers are the sole provider. If the
caregiving role is shared, help is commonly sought from other informal caregivers rather than
paid personnel (National Alliance for Caregiving & AARP, 2004).
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Needs of caregivers. Brereton and Nolan (2000) found that from the first day after a
stroke, caregivers desire information regarding stroke signs and symptoms, consequences,
expectations for recovery, and how the changes will impact the lives of the patient and caregiver.
They want to be able to identify symptoms in case of future strokes (Bakas, Austin, Okonkwo,
Lewis, & Chadwick, 2002). Other educational needs include sources to apply for help and ways
to access the assistance informal caregivers will require (van Veenendaal, Grinspun, &
Adriaanse, 1996).
Caregivers of people with stroke expressed a need to feel competent in their care skills
primarily related to physical tasks and instrumental activities of daily living (IADLs) (Bakas et
al., 2002; Brereton & Nolan, 2000). They felt that they rarely received instruction in care skills
and learning took place via „trial and error‟ without supervision or advice from professionals or
tacit observations of staff (Brereton & Nolan, 2000). They also needed help in the management
of behavioral and emotional problems of the stroke survivor, in implementing strategies to
motivate the survivor, in assisting with instrumental activities of daily living, and in ensuring the
safety of the care recipient (Bakas et al., 2002). In order to ensure their own ability to provide
care, caregivers expressed a desire to learn strategies to protect against back strain and prevent
fatigue (Corcoran, 2003).
Caregivers also identified needs often overlooked by professionals that include balancing
work and family responsibilities, managing emotional and physical stress, knowing how to talk
to healthcare professionals, and finding time for self (National Alliance for Caregiving & AARP,
2004). They often report experiencing anger, frustration, and a decrease in social function and
physical health (Bakas et al., 2002). Brachtesende (2004) found that their most important needs
are empathy, understanding, and a recognition of their occupation as a caregiver.
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The needs of caregivers are diverse and concern not only the care recipient, but their own
physical and psychological health. The literature describes some strategies to address these
identified needs.
Suggestions for interventions: Assessment. The “invisibility” of caregivers within the
healthcare team and as a potential consumer of healthcare services needs to be addressed.
Interview or formalized assessment of the caregivers should be put into place at a very early
stage (Moghimi, 2007). Moghimi suggested that occupational therapists must “consistently
acknowledge motivations, concerns, and needs of caregivers” (2007, p. 272). O‟Mahoney et al.
(1997) also found that many factors impact the efficacy of caregiver training following stroke.
These include the caregivers‟ cognitive abilities, visual abilities, communication skills, physical
abilities, and age (Gustafsson, Hodge, Robinson, McKenna, & Bower, 2009). Areas to be
addressed in caregiver training should at least include the caregiver‟s expectations for the
caregiving role, educational needs, time availability, cognitive ability, support system, and
physical and psychological health. Early assessment can identify existing capacities of
caregivers to facilitate acquisition of needed skills, while acknowledging the expertise of the
caregiver (Brereton & Nolan, 2000). Cameron and Gignac (2008) outlined specific supports
needed by informal caregivers of people who had a stroke, and found they changed across the
care continuum. Therefore, multiple assessments should be conducted immediately following
the stroke, prior to discharge from the acute care hospital, at admission to inpatient rehabilitation,
a few weeks after returning home, and a year or more post-stroke (Cameron & Gignac, 2008;
Hoffmann, McKenna, Worral, & Read, 2004). The aim of assessment should be to allow for
training that is tailored to the specific needs and goals of the caregiver and client (McKenna &
Tooth, 2006).
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Suggestions for interventions: Empowerment. Empowerment can help promote
independence, security, and self-respect, which can in turn instill confidence, self-esteem, and a
sense of control in caregivers. Communication, development of coping skills, collaboration with
caregivers, and encouragement are ways in which occupational therapists can facilitate
successful participation in caregiving (Moghimi, 2007) and, therefore, empowerment. Gitlin,
Corcoran, Winter, Boyce, and Hauck (2001) examined the efficacy of collaboration and
encouragement through a program provided by occupational therapists in the home. The
program involved mutual problem solving with caregivers to identify strategies to assist with
daily care, reinforcement of education about dementia, and had occupational therapists act in the
role of “coaches” to validate and reinforce caregivers‟ use of an individualized targeted plan.
While it was a program designed for people with dementia and results cannot be generalized to
stroke survivors, the program was shown to improve self-efficacy among caregivers.
Teaching problem-solving skills to caregivers has been shown to decrease the incidence
of depression and increase feelings of preparedness (Grant, Elliot, Weaver, Bartolucci, &
Newman, 2002; Lui, Ross, & Thompson, 2005). Toth-Cohen (2000) examined the role
perceptions of occupational therapists who have worked with caregivers of people with
dementia. They found that helping the caregiver to transfer existing strategies to other problem
areas was effective (Toth-Cohen, 2000). The author also reported that a large amount of
caregivers‟ emotional distress arises from high expectations of the care recipients by caregivers,
from a belief that feelings of anger regarding the care recipient‟s behavior were not permissible,
and from perceptions of non-response to caregiving strategies (Toth-Cohen, 2000). Caregivers
felt that they had to handle all the caregiving responsibilities themselves and did not think that it
was justifiable to take time away from their care recipient (Toth-Cohen, 2000). Toth-Cohen
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(2000) found that assisting the caregivers in changing their expectations of themselves and the
care recipient can ease frustration and stress. Occupational therapists can assure caregivers that
respite, rest, socializing, a healthy diet, and exercise can prevent burnout and subsequent
institutionalization of care recipients (Brachtesende, 2004). Setting realistic expectations for
care recipient behavior and seeing the successes in their caregiving were found to be effective for
caregivers of people with dementia (Toth-Cohen, 2000). However, it is not known whether these
findings can also be applied to caregivers of stroke survivors.
Suggestions for interventions: Training & education. Education and training on
specific topics has been widely researched and many suggestions made regarding areas that are
often covered by occupational therapists. Corcoran (2003) recommended that occupational
therapists teach communication skills, simplification strategies, energy conservation techniques,
and proper body mechanics to improve caregivers‟ skill assisting with ADLs. Hands-on training
in mobility, transfers, and ADL decreased caregiver burden and increased mood and quality of
life for caregivers of patients with stroke (Kalra et al., 2004). Smith et al. found that when the
delivery modality attempted to allow the patient who had had a stroke and their caregiver to
incorporate information with opportunities for reinforcement and clarification, then patient
anxiety and depression decreased (Brereton & Nolan, 2000). Caregivers suggested that attending
therapy sessions to observe therapists treating the care recipient allowed for greater
understanding of care skills (Bakas et al., 2002).
Occupational therapists can also recommend training about additional safety measures,
assistive devices, environmental modifications, and ways to establish routines. These practical
skills were also recommended by Corcoran (2003) as part of the American Occupational
Therapy Association‟s Caregiver Toolkit, designed for practitioners and caregivers.
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Caregivers reported that written materials, stroke support groups, and a network of health
professionals to call for advice helped to satisfy their informational needs (Bakas et al., 2002). A
Cochrane review revealed that information provision to patients with stroke and their caregivers
regarding causes and nature of stroke led to improvement in patient and caregiver knowledge,
patient satisfaction with information received, and depression scores for patients (Smith et al.,
2009). There was, however, no effect on caregiver stress, participation, health status, social
activities, or anxiety (Smith et al., 2009).
A few studies have also examined the actual practices of occupational therapists
regarding the content of caregiver training and education sessions. A survey of occupational
therapists in Australia determined that the content of caregiver training and education sessions
being delivered to caregivers included services and benefits available, practical tips for managing
at home, and consequences of stroke (Eames, Hoffmann, McKenna, & Worrall, 2008). A similar
study examined information provision by Australian occupational therapists regarding
management of the affected upper extremity following stroke (Gustaffson et al., 2009). The
researchers found that only half discussed positioning and positioning techniques with caregivers
and even fewer trained about splinting and soft-tissue injury minimization (Gustaffson et al.).
Banford et al. (2001) surveyed occupational therapists nation-wide to determine the content of
caregiver training and education sessions and how specific topics are being delivered.
Researchers found that occupational therapists addressed the areas of functional mobility, home
management, adapting the home environment, sensorimotor restorative techniques, and splinting
application and care. Occupational therapists thought demonstration and observation by the
caregiver were the most effective modes of delivery. Verbal instruction was used most often to
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teach caregivers about techniques to address personal care skills, cognitive-perceptual deficits
and psychosocial/affective issues (Banford, et al., 2001).
Suggestions for interventions: Conduct of occupational therapists. A collaborative
relationship between caregivers and occupational therapists is widely recommended to address
the needs of caregivers (Bakas et al., 2002; Brereton & Nolan, 2000; Greven, 2007; Moghimi,
2007; Toth-Cohen, 2000). Listening to the needs and expertise of the caregiver improved the
relationship between the caregiver and occupational therapist and also led to the development of
long-term strategies for coping (Toth-Cohen, 2000). Providing training and information that
operates within the caregiver‟s beliefs and values enhances the efficacy of caregiver training
(Toth-Cohen, 2000).
Current literature clearly outlines the needs of caregivers and identifies the lack of
information conveyed to caregivers of stroke survivors. Toth-Cohen (2000) found that focusing
intervention to address the needs of the caregiver contrasted from the usual practice of
occupational therapists in acute care, outpatient, and extended care facilities at that time. Most
occupational therapists in these settings were not aware of the actual challenges faced by
caregivers upon return home until asked to provide support and education for caregivers in the
community (Toth-Cohen, 2000). There are many interventions that serve to decrease stress and
depression and increase quality of life for caregivers. In addition, there have been conceptual
outlines on how occupational therapy can specifically address the needs of caregivers
(Brachtesende, 2004; Corcoran, 2003; Coutinho et al., 2006; Moghimi, 2007; Ostwald, et al.,
2008). However, there is a dearth of information examining the attitudes, practices, and barriers
encountered by occupational therapists when providing caregiver training and education to
caregivers of people who have had a stroke. The purpose of this study was to investigate (1) the
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attitudes of occupational therapists regarding caregiver training for informal caregivers of people
who experienced a stroke, (2) strategies for assessment of caregivers, (3) content of caregiver
education and training sessions, and (4) barriers and supports therapists experience in addressing
the needs of caregivers.
Method
Research Design
A descriptive research design was determined to be the best method by which to gather
information on the self-reported practices of occupational therapists in addressing the needs of
caregivers. It allows contact with a large sample across the U.S. in a reliable, timely, and
affordable manner (Salant & Dillman, 1994). Furthermore, knowledge, attitudes, and actual
practice (the focus of the current study), are constructs that are well measured in a questionnaire
format (Salant & Dillman, 1994).
Participants
The population of interest in this study included occupational therapists currently
working in the U.S. with adults who have sustained a cerebrovascular accident (CVA). The
accessible population were those therapists who were members of the Physical Disabilities
Special Interest Section (SIS), Home and Community Health SIS, and Gerontology SIS of the
American Occupational Therapy Association (AOTA). A systematic random sample of 249
names was obtained from AOTA member services based upon an expected response rate of 40%,
because 100 responses was expected to give a representative profile of the intended population.
Inclusion criteria were as follows: (1) licensed occupational therapists and (2) those who
had treated an adult in the past year who has experienced a CVA. Exclusion criteria for
participants were those currently practicing outside the U.S. and its territories.
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Instrumentation
A unique questionnaire was developed for this study, due to a lack of comparable
established questionnaires. The questionnaire was printed on four letter-sized pieces of paper
folded down the middle with questions printed on both sides of each inside page to create a
booklet. Questions were created and formatted based on suggestions from Salant and Dillman
(1994). Questions were designed to be clear, accessible, and appealing to increase the response
rate (Salant & Dillman, 1994). Format of questions included multiple choice, check all that
apply, short answer, and forced choice Likert scales. Two case studies with follow-up questions
were also developed. Face validity (the extent to which the survey appears to measure what it is
intended to measure) and content validity (the extent to which the survey measures all aspects of
caregiver training by occupational therapists) of the survey instrument were reviewed by two
faculty research advisors with many years of experience conducting research. Pilot testing was
conducted with three individuals: one practicing occupational therapist in the home health
setting, one practicing occupational therapist in the acute care setting, and one occupational
therapist who had practiced in skilled nursing facilities within the past year. Modifications to the
questionnaire were made based on feedback from the pilot testers.
The content of the questionnaire was based upon a review of current literature. For
example, Banford et al. (2001), Cameron and Gignac (2008), Gustafsson et al. (2009), and
Ostwald et al. (2008) were examined to assist in the design of answer choices for the questions.
The survey from Banford et al. was utilized for word choice when creating questions regarding
the content of caregiver training and education sessions. There were six sections: (1)
demographics, (2) knowledge of caregiver needs and interventions, (3) types of needs addressed,
(4) two case study scenarios, (5) assessment of caregivers, and (6) barriers and supports to
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intervention. The first section included questions on degree, current practice setting, and years in
practice, in order to assess possible differences in responses based on these variables (see
Appendix A). After answering questions regarding their demographics and attitudes, therapists
who had not treated an adult who had experienced a CVA in the past year were thanked for their
participation and asked to return the survey without completing the remaining questions.
Two case studies were then described. Participants were presented with a list of topics
that could be covered in a caregiver education and training session. They were asked to select
topics they would teach a caregiver if the situation were ideal, where common constraints are not
present, then told to select topics they would cover if the situation was realistic, where common
constraints that they typically experienced in their own current practice setting were present.
Additionally, they were asked for a short answer explanation for any differences in selecting the
topics under the different practice scenarios.
Procedure
After approval from the University Institutional Review Board, two sets of mailing labels
of the indicated sample of occupational therapists were obtained from AOTA. Each study
participant was assigned a numbered code that was printed on the return envelope to enable a
second mailing only to those who had not responded within the first three weeks. A cover letter
was formulated that described the project, outlined steps to ensure confidentiality, notified
respondents of the approximate time needed to complete the survey, delineated how the
information would be used, and thanked participants for their cooperation. A statement was also
provided that informed participants that return of the questionnaire would be taken to mean
consent to participate in the study (see Appendix B). The cover letter, final draft of the
questionnaire, and stamped return envelope were sent to the study participants. As
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questionnaires were returned, the codes were recorded and return envelopes destroyed. Thus the
responses became unidentifiable to ensure confidentiality. After three weeks, a reminder letter,
duplicate questionnaire and return envelope were sent to non-respondents and at that time all
mailing labels had been used or destroyed.
Data Analysis
The Statistical Package for Social Sciences (SPSS) was used to calculate all statistical
data. Data were systematically entered into a computer. A data entry reliability check was
performed by a peer to determine a data entry error rate. A small sample of surveys was checked
for accuracy of data entry. Data were entered in the same order that surveys were returned, to
determine if there was a difference between respondents who promptly returned the
questionnaires versus those who responded after the reminder letter was sent. A response rate
was calculated by dividing the number of completed questionnaires returned by the total number
of questionnaires sent out minus those that were undeliverable and those that did not meet
inclusion criteria based on their answers in the demographic section. Descriptive statistics were
calculated for the respondents‟ degree, practice setting, and years in practice. Frequency
distributions were calculated for the responses to each item. For questions that also contain an
“other” choice with an opportunity to fill in their response, a synonym set was developed and
coded as an additional answer choice. Responses to short answer questions were clustered
according to themes that were determined by the researcher, and frequency distributions were
calculated for each theme.
Cross-tabulation of demographic variables with response variables were used to
determine associations among type of degree, practice setting, and years of education in relation
to self-reported practices. If a difference was seen among respondents based on demographic
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variables then a chi-square value was calculated to determine if the difference was significant
based on an α-level of 0.05. Chi-square values were also calculated to determine if there was a
significant difference (α-level of 0.05) between topics selected under the ideal versus realistic
situations in both case scenarios.
Results
Profile of respondents
Eighty-nine surveys were returned of the 249 that were sent to registered occupational
therapists nationwide. Sixteen of the 89 (18%) did not meet the inclusion criteria. Data from 73
respondents were analyzed, for a response rate of 31%. Respondents had a large range of
clinical experience (1 year to 53 years) with a mean of 18 years. Most respondents indicated
their highest level of occupational therapy degree obtained was either an entry-level Bachelor‟s
degree (39, or 53%) or entry-level Master‟s degree (26, or 36%). Most respondents currently
practiced in a skilled nursing facility setting (24, or 33%), followed by home health (20, or 27%),
and hospital/acute care (13, or 18%). More demographic information can be found in Table 1.
Cross-tabulations were completed for all questions comparing those who responded to the first
mailing (n = 69) to those who responded to the reminder mailing (n = 20). No significant
differences in response patterns were found and the data were thus combined for further analysis.
Attitudes of occupational therapists
Efficacy. The respondents were asked their opinion about the efficacy of caregiver
training and education (CTE). Occupational therapists in this sample ranked CTE an average of
eight on a scale of one through 10, with 10 indicating that CTE is very effective in easing
caregiver burden and stress and one indicating it is not effective. The highest ranking was 10
and the lowest was three.
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Training for provision of CTE. When asked about training received and desire for
further training in providing CTE, 38 (52%) respondents reported that they have received
training on how to perform CTE. Forty different responses were given when asked to describe
the kind of training they had received. Thirteen (33%) respondents received training in college.
Continuing education was mentioned nine times (23%) and on-the-job experience six times
(15%). Four respondents (10%) reported training from in-services and three respondents (8%)
reported training from peers. Online caregiver resources, the American Occupational Therapy
Association conference, observation, use of research, and use of written handouts/forms were all
mentioned one time. Fifty-three (74%) respondents indicated they would be interested in
receiving additional training on providing CTE. Most (36, or 68%) stated that they would likely
utilize continuing education classes to receive further training. Twenty-nine (55%) respondents
would most likely utilize information from caregiving associations (i.e., Family Caregiver
Alliance, National Family Caregivers Association). Twenty-five (47%) respondents would most
likely utilize published research literature and twenty-four (45%) would collaborate with peers to
obtain further training. All respondents answered similarly regardless of highest degree
obtained, years of practice, or primary practice setting.
Practice settings, circumstances, and timing of CTE provision
Respondents were asked their opinion about practice settings and circumstances under
which CTE should be provided, as well as the ideal timing of CTE provision. To compare their
opinions with actual practice, respondents were also asked to report about the circumstances and
timing of when CTE was provided within their actual practice. Respondents reported that CTE
should be conducted in the majority of practice settings, including inpatient rehabilitation (72, or
99%), home health (71, or 97%), hospital/acute care (70, or 96%), skilled nursing facilities (69,
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or 95%), outpatient clinics (67, or 92%), private practice (60, or 82%), and “Other” settings (6,
or 8%) such as community-based settings. Sixty-eight (93%) of respondents feel CTE should be
performed with all patients. This is somewhat similar to actual practice, in that, most
respondents (61, or 85%) reported that CTE was normally performed with all patients in their
current practice setting.
When asked to select all times CTE should be provided, a majority of respondents (66, or
90%) felt it should be provided throughout treatment and more than half (42, or 58%) also felt
CTE should be provided at the first evaluation/treatment session. A number of respondents (33,
or 45%) also indicated that CTE should also be provided a few days prior to discharge and on the
day of discharge (23, or 32%). Those who selected “Other” (5, or 7%) wrote that it should also
be done at post-discharge follow-up and whenever an opportunity is presented. Most (59, or
82%) of respondents indicated that their actual practices include provision of CTE throughout
treatment. Detailed information can be found in Table 2. Similar responses were found for
respondents across all practice settings, degrees obtained, and years of practices.
Planning for CTE
Factors influencing the content of CTE. Respondents were asked to rank various
factors that may affect decisions made by occupational therapists when planning the areas to be
addressed during CTE sessions. The most influential factor respondents reported considering
were the client‟s abilities (55, or 76%), the reported needs of the caregiver (12, or 17%), the
perceived abilities of the caregiver (3, or 4%), and the amount of time available (2, or 3%).
Respondents reported considering the perceived abilities of the caregiver (38, or 53%), the
reported needs of the caregiver (16, or 22%), the client‟s abilities (11, or 15%), and the amount
of time available (2, or 3%) as the second most influential factor. The requirements of the
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facility where the client was receiving treatment (4, or 6%) and economic constraints (1, or 1%)
were also considered as the second most influential factor. Physical constraints (12, or 17%),
culture (3, or 4%), language (2, or 3%), and other factors (3, or 4%) such as the availability of
caregivers, in addition to the previously mentioned factors were selected as a third factor to be
considered when planning the content of CTE sessions.
Characteristics of the caregiver. Occupational therapists in the sample were also asked
about specific characteristics of the caregiver that they assess when planning the content to be
taught at CTE sessions. All respondents (N = 73) stated they assessed the physical capabilities
of caregivers and 70 (96%) respondents also looked at cognitive capabilities, such as memory
and executive functioning. Table 3 provides all characteristics of caregivers that were assessed.
For those who selected “Other”, additional aspects that they considered were financial resources,
degree of motivation by the caregiver, and any learning barriers that caregivers might have.
Needs of caregivers. Respondents were asked to identify needs that are reported by
caregivers and the needs of caregivers addressed by respondents. Forty-seven (66%)
respondents selected lack of experience in care skills for ADL as a need that was reported by
caregivers. Lack of experience in care skills for ADL was a need addressed by 69 (95%) of
respondents. Other needs reported by caregivers included lack of knowledge and experience for
management of specific secondary issues (i.e., aphasia, neglect, edema, etc.) (34, or 48%);
feeling overwhelmed (32, or 45%); and lack of information related to stroke, expectations for
recovery and how the changes would impact the lives of the client and caregiver (27, or 38%).
Lack of knowledge and experience in management of specific secondary issues (i.e. aphasia,
neglect, edema, etc.) was addressed by 65 (89%) of respondents. Lack of information was
addressed by 63 (86%) of respondents. Difficulty with management of the home environment
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was addressed by 66 (90%) of respondents, but only reported as a need identified by caregivers
to 15 (21%) respondents. Lack of knowledge of community resources was mentioned by 22
(31%) of occupational therapists in the sample as a need of caregivers and was addressed by 56
(77%) of respondents. Additional needs reported by caregivers to respondents and needs that are
addressed by respondents are provided in Table 4. Respondents answered similarly regardless of
amount of years they had practiced, highest degree obtained, or primary practice setting.
Assessment strategies. Respondents were asked to report the strategies they employ
when assessing the caregiver. All 73 respondents talked with the caregiver to assess their
abilities and almost all used observation (72, or 99%). Discussions with the patient (64, or 88%)
and reports from members of the interdisciplinary team (62, or 85%) were also frequently
employed to ascertain characteristics of the caregiver. To a lesser degree (26, or 36%), structured
interviews were used.
Content of caregiver training and education sessions
Case study #1 (Client with resulting physical disabilities). When asked to identify
topics that they would cover in CTE for a hypothetical client with primarily physical disabilities,
respondents frequently selected most topics to be included in CTE under the ideal practice
situation. Not taking into account the option of “Other”, acquisition of problem solving skills
and financial options were both selected the least (48, or 71%). Some statistically significant
differences were noted in the frequency of topics selected under the ideal practice situation
versus realistic practice situation. Under the realistic practice situation, stress management for
the caregiver, Χ² (1, N = 66) = 31.50, p < .001, health of the caregiver, Χ² (1, N = 68) = 25.68, p
< .001, acquisition of problem solving skills for the caregiver, Χ² (1, N = 67) = 27.00, p < .001,
and financial options, Χ² (1, N = 64) = 30.20, p < .001, were selected with less frequency than
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those topics ideally to be included in CTE. See Table 5 for more topics that have statistically
significant differences in frequency of selection between ideal and realistic practice scenarios.
Almost all topics were selected with less frequency under the realistic practice scenario
compared to the ideal practice scenario.
Case study #2 (Client with resulting cognitive disabilities). When asked to identify
topics that they would cover in CTE for a hypothetical client with primarily cognitive
disabilities, greater variability in selection of topics for the ideal practice scenario was seen. For
example, only 17 (26%) of respondents chose to include proper body mechanics to be taught in
CTE whereas 55 (83%) choosing to include information provision regarding stroke. Only 51
(77%) chose to include safety considerations and 44 (67%) included modifications of the task
environment. In case study #1, safety considerations were selected by 63 (93%) of respondents
and home modifications by 64 (94%) of respondents under the ideal practice scenario. Most
topics were chosen with the same frequency regardless of an ideal or realistic practice scenario.
One respondent reported that, “This patient‟s higher level of function makes her need more focal
and therefore family training needs are quite specific. I would be able to address those areas in
training sufficiently.” However, statistically significant differences in the frequency of inclusion
between ideal and realistic practice scenarios were noted with some topics such as, stress
management, Χ² (1, N = 42) = 7.0, p < .01, health of the caregiver, Χ² (1, N = 41) = 4.10, p <
.05, acquisition of problem solving skills for the caregiver, Χ² (1, N = 45) = 7.57, p < .01, and
financial options, Χ² (1, N = 40) = 4.10, p < .05.
Many topics, such as development of caregiver coping skills, referral to additional
resources, and setting realistic expectations of care recipients and caregivers, were found to have
significant differences between ideal and realistic practice scenarios for both Case study #1 and
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Case study #2. For detailed information see Table 6. Almost all topics were selected with less
frequency under the realistic practice scenario compared to the ideal practice scenario.
Barriers and supports in the provision of CTE
Barriers/supports for specific cases. Respondents were asked to provide reasons for
the difference in answers between ideal and realistic practice scenarios for each of the case
scenarios. Of a total of 77 reasons given for case study #1, time constraints, such as shorter stays
in hospitals and high productivity demands, were mentioned 30% of the time. Coverage of
certain topics by another discipline was indicated 21% of the time. The lack of availability of the
caregiver was mentioned 13% of the time. A respondent explained it as, “Often family members
are burned out by the time their spouse arrives in rehab. They use this time to go home and take
a breather.” Five percent of the reasons given involved referral of the client to additional
occupational therapy services along the care continuum.
Thirty-two reasons were given for the differences in inclusion of topics based on real or
ideal scenarios for case study #2 and most were similar to those in the previous case study.
However, most (25%) of the answers included referral to other healthcare providers. Again,
respondents mentioned that often they “do not have enough case managers/social workers to
assist caregivers with resources.” Sixteen percent of respondents reported that they would refer
the client to additional occupational therapy services, mainly home health or outpatient services.
A respondent reported that, “[For] high level patients, [it is] difficult to address [the] above
issues in an inpatient setting. [I] would work with home care and outpatient therapies.” The
availability of the caregiver was reported as a barrier 13% of the time. A respondent elaborated:
“In real life, a case like this would be challenging to get family involved. They may all gather
for one training session with a limited time (1 hour with OT) before moving on to other
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therapies. I would have to prioritize and discuss with the family what they would benefit most
from.” Lack of time was reported only 9% of the time. Table 7 provides all reasons for
differences in topic inclusion for content of CTE for both case study scenarios.
General barriers. When asked in general about barriers that impact provision of CTE,
the majority of respondents (84%) reported that the lack of attendance at the CTE session by the
caregiver was a problem. A lack of motivation by the caregiver was also cited by 51 (70%)
respondents as a barrier. More than half of respondents (53%) also felt that CTE was negatively
impacted by conflicts within the family. Inadequate therapist time (37%), language (16%), and
insurance reimbursement issues (11%) were also mentioned as barriers.
Supports. Respondents were asked to identify factors that aid in the provision of CTE.
Enthusiasm by caregivers (80%) and interdisciplinary collaboration (80%) were reported most of
the time. Forty-one percent of therapists also cited the fact that every patient was given at least
one session for CTE as a feature within practice that encourages addressing the needs of
caregivers. Continuing education classes (30%) and provision of guidelines by each facility
(25%) were also reported by respondents as factors that supported provision of CTE. To
examine all barriers and supports, see Table 8.
Discussion
Attitudes of occupational therapists
Efficacy. Results of this survey revealed that most of the sampled occupational
therapists felt CTE is effective in easing caregiver burden and that it should be performed with
all patients. These findings highlight the importance of incorporating CTE into treatment for
stroke survivors. It appears that the attitude of these occupational therapists aligns with the
findings of published literature that have shown the efficacy of CTE in decreasing caregiver
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burden (Banford et al., 2001; Duncan et al., 2005; Grant et al., 2002; Han & Haley, 1999; Kalra
et al., 2004; Lui et al., 2005; Ostwald et al. 2008; Smith et al., 2009).
Training for provision of CTE. Despite the amount of on-the-job training or college
classes they have received to provide CTE, the majority of respondents still feel they need more
training. The gap in training may suggest that they do not feel completely comfortable or
knowledgeable providing CTE. In order to address the gap in training, many suggested seeking
out continuing education classes. Rappolt and Tassone (2002) found occupational therapists and
physical therapists highly value formal, “hands-on” continuing education workshops, but were
limited by availability, economic, administrative, and interprofessional barriers. They also found
that therapists prefer to collaborate with peers and utilize published research, but to a lesser
degree (Rappolt & Tassone, 2002). A quick search on the AOTA website revealed only two
online courses and four presentations at the AOTA annual conference that provided information
about caregiver training. None of the continuing education courses offered were “hands-on” and
none specifically addressed caregiver training for stroke survivors and their caregivers
(American Occupational Therapy Association, n.d.). When taking into account the opinion of
the sampled occupational therapists regarding efficacy of CTE and their desire for more training,
more opportunities and modalities in which to increase training and knowledge is needed.
Practice settings, circumstances, and timing of CTE provision
The current findings suggest that when asked directly about their opinions and actual
practices, the sampled occupational therapists felt CTE should be and was being provided to all
patients in all practice settings throughout the course of treatment. However, findings from the
case scenarios reveal that clients with primarily cognitive disabilities and none or few physical
disabilities (case study #2) may not be receiving CTE in all settings or throughout the course of
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treatment due to the fact that a few respondents reported that, “[The] patient would not be
seen/referred to home health if [they are] operating at this functional level.” This attitude and
practice of the sampled occupational therapists exemplified a gap in knowledge due to the fact
that multiple researchers (Blake, Lincoln, & Clarke, 2003; Forsverg-Warleby, Moler, &
Blomstrand, 2004; van den Heuvel, de Witte, Schure, Sanderman, & Meyboom-de Jong, 2001;
van Exel, van den Berg, Brouwer, & van den Bos, 2005) have found that stroke survivors having
cognitive impairments is a significant risk factor for caregiver burden.
Planning for CTE
Factors influencing the content of CTE. When planning for CTE, all surveyed
occupational therapists responded that they assessed the abilities of caregivers. Respondents
reported carefully considering many aspects of the caregiver and their needs when determining
CTE content to be taught. Physical and cognitive capabilities would be considered, as well as
social context, which aligned with recommendations by Gustafsson et al. (2009). Given that
clients‟ abilities are frequently considered to be the most influential decision-making factor, it
may indicate that respondents focus mainly on the client, which mirrors results of Banford et al.
(2001) who described the content of CTE for caregivers of stroke survivors as addressing
functional mobility, home management, adapting the home environment, sensorimotor
restorative techniques, and splinting application and care.
Characteristics of the caregiver. Respondents also report taking into account a wide
array of caregiver characteristics when planning CTE. Therefore, it may be assumed that
occupational therapists surveyed reported that they make attempts to frame CTE within a holistic
view and adapt CTE to fit the caregiver and stroke survivor. This practice of holistic care for
care recipients and caregivers was highly touted by Coutinho et al. (2006).
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Needs of caregivers. The caregiver needs described by Bakas et al. (2002),
Brachtesende (2004), Brereton and Nolan (2000), Corcoran (2003), the National Alliance for
Caregiving and AARP (2004), and van Veenendaal (1996) were similar to those reported by
caregivers to occupational therapists participating in the survey.
The occupational therapists who responded to the survey report trying to listen and
respond to caregiver concerns. The reported needs of the caregiver were considered an
influential factor when determining content of CTE. The needs reported by caregivers to
recipients were similar to those addressed by the respondents. This finding differs from TothCohen (2000), who found that addressing the needs of caregivers was not usual practice for
occupational therapists. It appears that optimal practice as recommended by McKenna and
Tooth (2006) is similar to the actual practice of respondents. McKenna and Tooth (2006)
advocated for the use of assessment to then tailor CTE to address the specific needs and goals of
the caregiver and client.
Respondents report that they perform informal assessments based on observation, as well
as unstructured interviews with the caregiver when planning CTE in order to learn more about
the needs and characteristics of the caregivers. This differs from recommendations by Moghimi
(2007), who encouraged the use of specific assessment tools, such as the Caregiver Burden
Scale.
Gaps in provision of content. Regardless of client disabilities, the occupational
therapists surveyed reported that they are not providing the CTE that they want to provide.
Many of the respondents are aware of the importance of attending to the needs of the caregiver,
but were unable to address all needs. This gap in services may lead to unaddressed caregiver
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burden, which may result in increasing rates of institutionalization (Han & Haley, 1999) and
decreased functional outcomes of stroke survivors (Pinquart & Sorensen, 2007).
Content of CTE sessions
Empowerment of the caregiver. Helping caregivers to empower themselves through
many methods as previously described such as setting realistic expectations, teaching them
problem solving skills, teaching stress management skills, and assisting with coordination of
sharing caregiving responsibilities have been advocated by many researchers to ease caregiver
burden for caregivers of all patients. Encouraging respite, rest, and exercise for the health of the
caregiver, developing coping skills, and conveying support through listening to the caregiver
were also suggested (Brachtesende, 2004; Gitlin et al., 2001; Grant et al., 2002; Lui et al., 2005;
Moghimi, 2007; Toth-Cohen, 2000). Occupational therapists surveyed reported assessing the
psychological state of caregivers almost all of the time. However, they addressed the
psychosocial needs related to empowerment of the caregiver with less frequency for all stroke
survivors and their caregivers. This finding could be attributed to a lack of knowledge
experienced by respondents on how to provide these types of interventions for caregivers, an
opinion that these needs are not within the domain of occupational therapy, reliance on other
team members to address these needs, and/or not being able to address these types of needs due
to constraints.
Training and education. CTE topics that were related directly to care of the stroke
survivor, such as techniques for management of specific secondary issues and recommendations
for assistive devices were more readily addressed and found to be of top priority when planning
CTE. Similarly to what Brereton and Nolan (2000) described, experience in care skills for ADL
was identified as a major need for caregivers. However, in contrast to Brereton and Nolan‟s
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findings, it was also a topic addressed most often in CTE by these therapists. Assuming that
respondents use “hands-on” training, these findings mirror recommendations that training of
caregivers in ADL care skills is one of the few interventions that are found to decrease caregiver
burden and increase mood and quality of life for caregivers of patients with stroke (Kalra et al.,
2004).
Differences in content provision based on perceived disabilities. Occupational
therapists who responded to the survey appear to have a better understanding of difficulties
experienced by stroke survivors who have primarily physical disabilities and their caregivers.
The greater variability in selection of topics and overall lower frequency in which topics were
chosen may indicate a lack of knowledge and consensus regarding practice of CTE provision for
stroke survivors who have cognitive disabilities. Topics which might have considerable
importance for a client with executive function deficits, such as safety considerations,
modification of tasks, and information on consequences of stroke (Gillen, 2009) were not
selected as frequently compared to the client with primarily physical disabilities. This coincides
with findings from Wolf, Baum, and Conner (2009) who found that many stroke survivors with
mild to moderate neurologic impairment receive little to no rehabilitation services. The lack of
services may indicate a widening gap as the face of stroke changes. Nearly half of all stroke
survivors are less than 65 years old and the majority has mild to moderate neurologic impairment
(Wolf et al., 2009). These stroke survivors report a decreased rate of return to work and quality
of life. If they are able to return to work, they often report difficulty fulfilling job demands
(Wolf et al., 2009). Many also complain of significant social dysfunction (Hommel, TrabuccoMiguel, Joray, Naegele, Gonnet, & Jaillard, 2009).
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Barriers and supports in the provision of CTE
Institutional barriers. The gap in provision of content for CTE can be tied to reports by
respondents of the large variety of institutional barriers that they encounter, such as time
constraints, insurance issues, and mandates to focus only on the client. A respondent wrote,
“Continued [education] to caregiver [would be] ideal, but [we] need to address goals directly
[related to] caregivers‟ ability to care for [the] patient.” Moghimi (2007) examined the role of
occupational therapists in caregiver training across all diagnoses and also found that focus is
primarily directed to the patient, which she attributed to health policies, time constraints,
reimbursement practices, and traditional medical approaches.
Attitudes of occupational therapists. Perceptions of occupational therapists may also
be a barrier to the provision of CTE. The challenges faced by caregivers are well-documented
(Etters et al., 2008; Moghimi, 2007; National Alliance for Caregiving & AARP, 2004; Pinquart
& Sorensen, 2007; Schulz et al., 2006), but a lack of evidence exists that documents how the
issues faced by caregivers may impact caregiver training and education. The increasing
demands, fatigue, and strain on relationships that are commonly found with caregiving and
negative perception of healthcare practitioners by caregivers may be perceived by occupational
therapists as the family conflicts, lack of availability of the caregiver, and lack of motivation by
the caregiver as barriers to performing CTE. Lynn, Chaudhry, Simon, Wilkinson, and Schuster
(2007) found that barriers encountered by healthcare teams in providing caregiver support for
palliative care include the following: lack of familiarity with everyday demands of caregiving,
lack of reliable resources to support caregivers, and fear of getting involved in what may seem to
be the limitless needs of families. These attitudes could color the perception of occupational
therapists when providing CTE. The lack of suggestions that consider the family‟s beliefs and

Caregiver training

28

values and the perception of language and culture as a barrier rather than elements of a client‟s
and caregiver‟s context can also interfere with optimal provision of CTE.
These barriers require the respondents to prioritize the various content areas they would
like to cover. Instruction in ADL care skills, recommendations for assistive devices and other
areas related directly to care of the stroke survivor are of top priority. Interventions that address
the psychosocial needs of the caregiver are addressed if the therapist is able.
Supports. Positive perceptions of occupational therapists may encourage the quality
and provision of CTE. Caregivers who display enthusiasm for their role due to the fact that it
was a choice or desire to help their care recipient may be perceived by occupational therapists as
more willing and able to receive CTE.
Interdisciplinary collaboration was also perceived as a support for provision of caregiver
training and many of the respondents stated that referral to community resources, exploration of
financial options, stress management, and coping skills are often topics handled by the social
worker or psychologist. One participant stated, “The social worker/discharge planner handles
psychosocial and financial issues and resources for clients and families.” No evidence currently
exists on the efficacy of an interdisciplinary approach on provision of CTE or caregiver
outcomes. However, a systematic review by Langhorne and Duncan (2001) found that organized
inpatient multidisciplinary rehabilitation was significantly associated with decreased death or
institutionalization. Stroke rehabilitation clinical best practice guidelines, devised from
published literature by Duncan et al. (2005), highly advocates an interdisciplinary approach to
providing CTE. In a pilot descriptive study, Ostwald, Dabis, Hersch, Kelley, and Godwin (2008)
developed guidelines from the literature for individualized caregiver training and education with
an interdisciplinary delivery approach. The guidelines were used with two stroke survivors and
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their caregivers. Participants who received the CTE better understood the nature of stroke,
utilized many resources, became competent in care skills, and continued therapy interventions
(Ostwald et al., 2008). However, respondents from this study reported that it was “difficult to
coordinate OT [occupational therapy] services with social work, etc.”
Referral of clients to additional occupational therapy services was also cited as a support
and a way to overcome barriers. A participant noted that “In skilled nursing facilities, all
patients discharged will receive home health occupational therapy services, so [I] know [they]
will receive additional education after [their] last session with me.” Another participant noted
that “in home care, working 1:1, ideal and realistic most often converge.” Cameron and Gignac
(2008), based on a literature review, concluded that the needs of caregivers changed as the care
recipient progressed through the care continuum and practice settings. The occupational
therapists who responded to this study did not report any differences in the needs of caregivers,
but this may have been due to the wording of the study.
Implications for Occupational Therapy
As the number of informal caregivers continues to grow and the body of literature for
best practice guidelines regarding CTE expands, the occupational therapy profession must be
able to clearly describe the areas in which therapists are attempting to assist with easing
caregiver burden and the areas in which they must improve practice. It appears that occupational
therapists are aware of the needs of caregivers and are able to provide some caregiver training
and education in almost all cases in all stages of the care continuum. However, the amount of
content that they are able to review with stroke survivors and their caregivers is limited by a
large number of barriers. Time constraints, reimbursement issues, and perceptions by
occupational therapists of the caregivers are barriers that occupational therapists must be able to
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overcome. Advocacy for healthcare reform may be one way to attempt to reduce barriers.
Increased opportunities for training in the provision of CTE and greater awareness of the
challenges faced by caregivers may close service gaps. Integration of training within the
occupational therapy curriculum may also enable therapists to develop proficiency in providing
CTE earlier in their career.
Limitations
The reliability and validity of the survey utilized in this study could not be determined
due to its recent development. While the study was piloted with three practicing occupational
therapists experienced in providing care to people who have had a stroke and their caregivers, the
wording of some items may have been confusing to some respondents. Further piloting and
studies can be conducted to determine the validity and reliability of the survey.
Chi-square values could not be calculated for variables that were elements of multiple
response questions. Only visual examination to detect trends in data based on demographic
variables could be made. About six questions were randomly selected to also be reviewed by a
professor with extensive experience with statistical analysis to distinguish possible trends in
response based on demographic variables. However, differences in responses based on other
demographic variables may have not been detected.
The response rate and selection of the sample from AOTA membership lists limits the
generalizability of the results for all U.S. occupational therapists. AOTA members are of
unknown representativeness of all U.S. occupational therapists. Those who responded by the
data collection deadline may have been therapists who have a strong opinion of CTE or they
have a lot more experience providing CTE, which may limit the representativeness of the
findings. For those who did not respond, they may represent a specific cohort of therapists who
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have differing opinions. They may not be comfortable reporting their practices or knowledge of
CTE, so conclusions drawn may be an overestimate of actual practices of all U.S. occupational
therapists.
Future Research
This study examined a wide range of attitudes and practices of occupational therapists in
the provision of CTE. Further in-depth analysis of findings is needed to provide a clearer and
more detailed picture as to the amount of time that is devoted to CTE, the exact content areas
that are reviewed, the specific areas that are addressed by each discipline, and circumstances in
which CTE is provided. Studies could also determine with greater certainty if characteristics of
CTE provision by occupational therapists change according to practice setting. Questions that
remain to be answered include: If therapists rely on additional occupational therapy services to
fill gaps in CTE, are those gaps being filled for caregivers? Do therapists in home health have to
fill most of the gaps? Studying the clinical reasoning process by which occupational therapists
plan content of CTE would provide greater information regarding attitudes and practices.
More research is needed to determine the efficacy of “hands-on” ADL training of
caregivers of stroke survivors in easing caregiver burden. Currently, only one such study (Kalra
et al., 2004) has been published. The efficacy of that type of CTE provided in different practice
settings and with varying degrees of opportunities for instruction may lead to more information
with which to inform best practice and guide the provision of time or reimbursement policies.
The body of knowledge must also be expanded regarding the barriers that create gaps in
the provision of CTE. The perceptions of occupational therapists could be compared to the
opinions of the caregivers.
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Additional research could examine ways to overcome the barriers mentioned or bolster
the systems in place that act as supports. For example, examining ways in which to streamline
and ensure comprehensive caregiver education by the entire interdisciplinary team could be
investigated. Further research would have to be conducted to determine if the multidisciplinary
approach is being effectively implemented in facilities around the U.S., which could be
conducted through an ethnographic study that includes record review, observation, and
interviews with team members, clients, and caregivers themselves.
Conclusions
The attitude and practices of the sampled occupational therapists moderately mirror
recommended practices, but gaps in services remain. Respondents view CTE as an effective
method to address caregiver burden, but a gap in knowledge especially exists regarding the best
training to be given to caregivers for stroke survivors with primarily cognitive disabilities. The
gap in training in CTE provision may be a contributing factor. Occupational therapists who were
sampled made attempts to consider the caregiver and client, as well as many other influencing
factors in order to tailor CTE that will enable the best outcomes for the stroke survivor and
caregiver. However, many respondents indicated that they were not able to cover many relevant
areas of concern. This gap may be tied to institutional barriers, such as time constraints,
insurance issues, and a need to focus only on the client, as well as the possible perceptions of
occupational therapists. As a result, the surveyed occupational therapists likely prioritize the
content to be included in CTE. Content directly related to the care of the stroke survivor was
given top priority over topics that address the psychosocial needs of the caregiver. Therapists
rely on interdisciplinary collaboration and referral to additional occupational therapy services to
ensure that the needs of the stroke survivor and their caregiver are addressed.
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Appendix B
Cover Letter Text
March 10, 2010

Dear Occupational Therapist:
Occupational therapists occupy a unique position from which to facilitate continued
functional recovery. A large body of research has supported the development of
programs for training and educating people who have had a stroke and their family
caregivers that tailors to their individualized needs in order to improve quality of life,
health, and engagement in meaningful activities. I am a Master’s degree candidate in
the University of Puget Sound Occupational Therapy Program. The purpose of my
study is to expand the body of knowledge regarding occupational therapy’s role in
providing services to people who have had a stroke and their caregivers. The data
collected will serve to complete my student research project.
I ask for your valuable input in completing the included survey and return it in the
envelope provided. If you feel uncomfortable answering any question, you may choose
to skip that question.
Strict measures are in place in order to assure confidentiality. The return envelope has
an identification number so that your response will be noted and the reminder mailing
label destroyed. Any link between your name and your responses will also be
destroyed at this time. Early respondents will not be sent a reminder letter. Your return
of the survey indicates your consent to participate in the study. All mailing labels will
have been destroyed by the completion of the study.
Please complete the survey as thoroughly as possible and return it in the provided
business reply envelope. According to occupational therapists who piloted the survey, it
will take about 20 minutes to complete. Please return it within 2 weeks in order to
ensure timely data collection.
If you have any questions regarding the survey or study, you may contact me via e-mail
at knaguwa@ups.edu. Your time and assistance is greatly appreciated.

Sincerely,

Kimberly Naguwa, OTS
Occupational Therapy Program
University of Puget Sound

George Tomlin, PhD, OTR/L
Professor of Occupational Therapy
University of Puget Sound
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Table 1
Respondent Demographic Information
Frequency

%

Skilled Nursing Facility

24

33

Home Health

20

27

Hospital/Acute Care

13

18

Inpatient Rehabilitation

7

10

Outpatient Clinic

7

10

Other

2

3

Entry-level Bachelor's degree in OT

39

53

Entry-level Master's degree in OT

26

36

Post-professional graduate degree in OT

4

6

Doctor of Occupational Therapy degree

3

4

Certificate

1

1

22

23

Current primary practice settinga

Highest level occupational therapy degree obtaineda

Current facility JCAHO Primary Stroke Center certifiedb
Note. aN = 73, bN = 69
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Table 2
Attitudes of occupational therapists regarding provision of caregiver training and
education (CTE)
Frequency

%

Throughout treatment

66

90

At first evaluation/treatment session

42

58

A few days prior to discharge

33

45

On the day of discharge

23

32

When time allows

9

12

Other

5

7

Inpatient rehabilitation

72

99

Home health

71

97

Hospital/acute care

70

96

Skilled nursing facilities

69

95

Outpatient clinics

67

92

Private practice

6

82

Other

6

8

It should be performed with all patients

68

93

When a patient presents with secondary
complications (i.e., aphasia, neglect, subluxation,

20

27

Times during stay when CTE should be provided to
caregivers

Practice settings CTE should be performed

Circumstances CTE should be performed
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etc.)
When a caregiver indicated interest

19

26

When required by the facility

6

8

Note. N = 73
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Table 3
Practices of occupational therapists to assess the needs of caregivers to determine content of
caregiver training and education (CTE) sessions
Frequency

%

Client's abilities

55

76

Reported needs of the caregiver

12

17

Perceived abilities of the caregiver

3

4

Time constraints

2

3

Perceived abilities of the caregiver

38

53

Reported needs of the caregiver

16

22

Client's abilities

11

15

Requirements of the facility where the client is receiving treatment

4

6

Time constraints

2

3

Economic constraints

1

1

Reported needs of the caregiver

20

28

Physical contraints

12

17

Perceived abilities of the caregiver

10

14

Time constraints

8

11

Requirements of the facility where the client is receiving treatment

6

9

Economic constraints

5

7

Most influential factor influencing inclusion of CTE contentb

Second most influential factor influencing inclusion of CTE contentb

Third most influential factor influencing inclusion of (CTE)contentc
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Culture

3

4

Other

3

4

Client's abilities

2

3

Language

2

3

Physical capabilities

73

100

Cognitive capabilities (memory, executive functioning, etc.)

70

96

Current psychological state (i.e. stress level, lability, etc.)

65

89

Expectations for the caregiving role

60

82

Performance in care skills

58

80

Other work or family responsibilities

52

71

Knowledge of stroke

50

69

Knowledge of additional resources and accessibility of resources

47

64

Problem solving skills

46

63

Amount of sharing of caregiving role

45

62

Other

3

4

Talking with the caregiver during treatment sessions

73

100

Observation

72

99

Discussion with the patient

64

88

Report from the social worker, nurse, or other team member

62

85

Structured interview

26

36

Other

5

7

Aspects of the caregiver assessed when planning (CTE) contenta

Strategies employed to assess the caregivera

Caregiver training
Note. aN = 73, bN = 72, cN = 71
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Table 4
Needs of the caregiver reported by respondents and addressed by
occupational therapists
Frequency

%

Lack of experience in care skills for physical tasks of ADL
(i.e., transfers, toileting, showering, protection of the UE
etc.)

47

66

Lack of knowledge and experience for management of
specific secondary issues (i.e., aphasia, neglect, edema,
spasticity, apraxia, etc.)

34

48

Feeling overwhelmed

32

45

Lack of information related to stroke signs & symptoms,
consequences, expectations for recovery, & how the
changes will impact the lives of the patient & caregiver

27

38

Lack of knowledge of community resources

22

31

Inability to manage behavior and psychosocial needs of
care recipient (i.e., depression, impulsivity, anger, lability,
etc.)

19

27

Feeling unsure of caregiving abilities

17

24

Lack of financial resources

16

23

Difficulty with management of home environment

15

21

Easily frustrated with caregiving responsibilities

10

14

Lack of coping skills

7

10

Lack of ideas to “entertain” care recipient

7

10

Back or joint pain

5

7

Inability to manage stress

5

7

Lack of problem solving skills

4

6

Top 3 caregiver needs reported to occupational therapistsb
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Lack of strategies to evaluate executive function deficits

3

4

Other

1

1

Lack of experience in care skills for physical tasks of ADL
(i.e., transfers, toileting, showering, protection of the UE
etc.)

69

95

Difficulty with management of home environment

66

90

Lack of knowledge and experience for management of
specific secondary issues (i.e., aphasia, neglect, edema,
spasticity, apraxia, etc.)

65

89

Lack of information related to stroke signs & symptoms,
consequences, expectations for recovery, & how the
changes will impact the lives of the patient & caregiver

63

86

Lack of knowledge of community resources

56

77

Inability to manage behavior and psychosocial needs of
care recipient (i.e., depression, impulsivity, anger, lability,
etc.)

56

77

Lack of problem solving skills

53

73

Easily frustrated with caregiving responsibilities

53

73

Lack of coping skills

47

64

Inability to manage stress

39

54

Lack of strategies to evaluate executive function deficits

38

52

Back or joint pain

36

49

Needs typically addressed for caregivers of stroke survivorsa

Note. aN = 73, bN = 71
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Table 5
Difference in inclusion of content of CTE for Case Study #1
Ideal practice
situation N = 68

Real practice
situation N = 71

Frequency

%

Frequency

%

Χ²

Information on stroke signs &
symptoms, consequences,
expectations for recovery, & how the
changes will impact the lives of the
patient & caregiver

62

91

53

75

4.80*

Referral to additional resources

52

77

41

58

5.06**

Instruction and demonstration in care
skills for physical tasks of ADL (i.e.
transfers, toileting, showering,
protection of the UE etc.)

63

93

69

97

2.12

Management of behavior and
psychosocial needs of care recipient
(i.e. depression, impulsivity, anger,
lability, etc.)

61

90

37

52

23.33****

Techniques for management of
specific secondary issues (i.e.
aphasia, neglect, edema, spasticity,
apraxia, etc.)

62

91

64

90

0.00

Home programs to continue
treatment activities for care
recipient

62

91

55

78

4.20*

Recommendations and use of
assistive devices and durable
medical equipment to assist with
caregiving

64

94

69

97

1.35

Modification of task environment
(home modifications)

64

94

50

70

12.96****

Health of the caregiver as related to
respite, socialization, exercise

56

82

27

38

25.68****

Proper body mechanics for caregiver

63

93

62

87

1.33
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Stress management for caregiver

55

81

23

32

31.5****

Realistic expectations of care
recipients and caregivers

61

90

44

62

13.31****

Coordination of sharing caregiving
responsibilities

53

78

24

34

27.16****

Support to caregiver in the form of
listening and encouragement

59

87

54

76

1.22

Development of caregiver coping
skills (anger and stress
management)

52

77

16

23

35.65****

Acquisition of problem solving skills
for caregiver

48

71

18

25

27.00****

Safety considerations

63

93

67

94

0.43

Financial options

48

71

16

23

30.20****

Suggestions that consider the
family’s beliefs & values

59

87

42

59

9.70***

Other

2

3

1

1

0.34

Note. *=p < .05, **=p < .02, ***=p < .005, ****=p < .001
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Table 6
Difference in inclusion of content of CTE for Case Study #2
Ideal practice
situation N = 66

Real practice
situation N = 69

Frequency

%

Frequency

%

Χ²

Information on stroke signs &
symptoms, consequences,
expectations for recovery, & how the
changes will impact the lives of the
patient & caregiver

55

83

52

75

1.92

Referral to additional resources

53

80

47

68

4.70*

Instruction and demonstration in care
skills for physical tasks of ADL (i.e.
transfers, toileting, showering,
protection of the UE etc.)

21

32

22

32

1.17

Management of behavior and
psychosocial needs of care recipient
(i.e. depression, impulsivity, anger,
lability, etc.)

45

68

37

54

3.00

Techniques for management of
specific secondary issues (i.e.
aphasia, neglect, edema, spasticity,
apraxia, etc.)

29

44

33

48

0.39

Home programs to continue treatment
activities for care recipient

46

70

44

64

0.47

Recommendations and use of
assistive devices and durable medical
equipment to assist with caregiving

30

46

34

49

0.17

Modification of task environment
(home modifications)

44

67

39

57

1.87

Health of the caregiver as related to
respite, socialization, exercise

27

41

16

23

4.10*

Proper body mechanics for caregiver

17

26

18

26

0.89

Stress management for caregiver

29

44

16

23

7.00***
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Realistic expectations of care
recipients and caregivers

47

71

34

49

5.60**

Coordination of sharing caregiving
responsibilities

38

58

25

36

3.08

Support to caregiver in the form of
listening and encouragement

41

62

34

49

2.33

Development of caregiver coping skills
(anger and stress management)

32

49

17

25

5.65**

Acquisition of problem solving skills for
caregiver

38

58

22

32

7.57***

Safety considerations

51

77

56

81

0.00

Financial options

38

58

20

29

4.10*

Suggestions that consider the family’s
beliefs & values

44

67

36

52

4.14*

None

0

0

2

3

0.35

Other

1

2

6

9

0.40

Note. *=p < .05, **=p < .02, ***=p < .01
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Table 7
Reasons for the difference in inclusion of content of CTE for case scenarios
Case study #1
N = 77

Case Study #2
N = 32

Frequency

%

Frequency

%

Lack of Time

23

30

3

9

Refer to MSW or other services

16

21

8

25

Lack of availability of caregiver

10

13

5

16

Lack of resources

8

10

2

6

Refer for additional OT services

4

5

5

16

Insurance limitations

4

5

2

6

Lack of knowledge of OT for resources

3

4

1

3

Transportation

3

4

-

-

Patients receive formal care

2

3

-

-

Cultural beliefs of the caregiver

2

3

-

-

No difference, all relevant topics would be
addressed

1

1

2

6

Acuity of symptoms

1

1

Client has no caregiver

-

-

4

13
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Table 8
Supports and barriers to provision of caregiver training and education
Frequency

%

Lack of attendance to caregiver training and education sessions
by caregiver

61

84

Lack of motivation by caregiver

51

70

Conflicts within the family

38

52

Inadequate therapist time

27

37

Language

12

16

Lack of equipment for adequate demonstration

10

14

Insurance reimbursement

8

11

Lack of knowledge regarding best practices for caregiver
education

6

8

Culture

6

8

Other

5

7

Policies of facility

3

4

None

3

4

Enthusiasm by caregivers

58

80

Encouragement of interdisciplinary collaboration

58

80

Every patient is given at least one session for caregiver training
and education

30

41

Continuing education classes

22

30

Barriers

Supports
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Facility provides guidelines for topics to cover

18

25

Other

2

3

None

1

1

Note. N = 73
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